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Advancing The Curriculum For Young People Who Have An Intellectual Disability: 
Advocacy In Health: A Pilot Study 
 
 
Abstract 
This paper reports on the pilot work for a collaborative National Health and Medical 
Research Council project in Australia involving education and health professionals to 
improve the health and wellbeing of young people who have an intellectual disability. 
The pilot study was a qualitative exploration of teacher experiences using a health 
diary as part of the special education curriculum over a six month period. The 
research questions were: 1) How did teachers include health related matters in the 
curriculum before use of the Ask Health Diary?; and 2) How did teachers and students 
use the Ask Health Diary as a component of school curriculum and what were the 
benefits? The Ask Health Diary was used to introduce students to the concept of self-
advocacy in relation to their health needs and provide practical strategies for 
supporting students’ learning about self-advocacy in relation to their health. The 
reported data indicates that the Ask Health Diary was a popular resource for students 
and teachers and raised awareness of the importance of developing the 
communication skills and independent living abilities necessary for young people to 
advocate for their own health needs. The pilot study indicates that there is merit in 
including the diary in health-based school curriculum for adolescents who have an 
intellectual disability. 
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Introduction 
 When compared to the rest of the population, people with an intellectual disability 
have been found to die prematurely, are less likely to receive health screening and health 
promotion interventions, and more often have unrecognised or poorly managed co-
morbidity (Beange, McElduff, & Baker 1995; Lennox, Taylor, Rey-Conde, Bain, Boyle, 
& Purdie, 2004).  Children with an intellectual disability usually have the support of 
parents/carers, teachers and, at times, paediatric services.  However, as adolescents move 
out of school and paediatric services and seek greater personal autonomy that is 
characteristic of adulthood, these supports can be lost or diminished.  These changes could 
be ameliorated by increased self or third party advocacy and mechanisms to improve 
communication and recall of health information such as a diary to maintain records. 
 In order to address these concerns, a health diary was designed to enhance 
communication and advocacy between the person with an intellectual disability and their 
doctor (Lennox et al., 2004). This paper reports on data from a pilot study involving a 
group of health and educational professionals to explore and develop the use of the health 
diary as part of curriculum for adolescents who have an intellectual disability. 
Collaboration in research between health and education professionals is rare, but may 
contribute to sharing of new knowledge and understanding that will support the care, 
education and future well-being of children and adults. Teachers could make a significant 
contribution to improving the health outcomes of people who have an intellectual 
disability by incorporating a stronger focus on health and self-advocacy in the school 
curriculum.  
 Traditionally, the education needs of students who have an intellectual disability 
have been met through a range of special education programs. Curriculum choices have 
frequently emphasised chronologically age-appropriate and functional skills that have not 
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broadened opportunity for self-advocacy and independence for young people who have an 
intellectual disability. In some schools there continues to be a tendency to reinforce an 
individual deficit view of disability and this may limit thinking about curriculum choices 
for students. Valued life outcomes for people who have a disability could include: being 
safe and healthy; having a home now and in the future; having meaningful relationships; 
having choice and control that matches one’s age and culture; and participating in 
meaningful activities in various places (Giangreco, Clonginger, & Iverson, 1998). More 
recently, there has been a greater emphasis on determining teaching goals that will lead to 
positive lifestyle and independent living and employment for young people who have an 
intellectual disability. This pedagogical era of self-determination is one that emphasises the 
value of individuals with a disability directing their own lives (Bambara, Broder, & Koger, 
2006). Self-determination is defined as “acting as the primary causal agent in one’s life 
and making choices and decisions regarding one’s quality of life free from undue external 
influence or interference” (Wehmeyer, 1996, p. 24). While many teachers may believe that 
self-determination is an important curricular area, the belief may not translate into practice 
in the curriculum and aspirations for young people who have an intellectual disability 
(Wehmeyer, Agran, & Hughes, 2000). 
 Suggested areas of self-determination skills could include: choice making, 
decision making, problem solving, goal setting, self-management, self awareness 
(Giangreco, 2006) and skills in self-determination related to dressing, preparation of 
meals, housekeeping, telephone use, sexuality education, safety skills, shopping, 
community leisure, banking, mobility and transition to employment (Bambara et al., 
2006). Developing self-advocacy skills related to managing health and wellbeing 
could be added to this list of curriculum areas. Self-advocacy skills involving better 
communication with doctors, skills in visiting the doctor’s surgery, keeping health 
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records and better knowledge of personal health issues, need to be addressed in 
practical ways. Therefore, a school curriculum for young people who have an 
intellectual disability needs to focus on developing self-determination and self-
advocacy that opens up possibilities and considers future health and wellbeing. 
Adolescents with an intellectual disability have many challenges, therefore their 
progression through the changes at this time in their lives will be complicated and 
they will most likely need assistance and support (Haelewyck, Bara, & Lachapelle, 
2005).  
 Research and teaching resources in self-advocacy and health education for 
young people who have an intellectual disability are scarce. Ideally, education and 
health professionals need to work together to develop resources and curriculum to 
assist the education process in schools that would achieve better outcomes for people 
who have an intellectual disability.  
 
Focus of this Study 
 
 The work presented in this paper reports on the pilot work for a collaborative 
National Health and Medical Research Council project in Australia involving 
education and health professionals to improve the health and wellbeing of young 
people who have an intellectual disability. This paper reports on a qualitative 
exploration of teacher experiences using the health diary as part of the special 
education curriculum. The pilot study involved consultation, collaboration and 
information sharing amongst the research team and staff, parents and students at a 
special school in Australia. The study took place over a six month period and the 
research questions were: 1) How did teachers include health related matters in the 
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curriculum before use of the Ask Health Diary?;  2) How did teachers and students 
use the Ask Health Diary as a component of school curriculum and what were the 
benefits?  
Method 
Participants 
  Purposeful sampling (Wiersma, 1991) was used to identify student 
participants between 13 and 20 years of age (M=17) who had a diagnosis of 
intellectual disability recorded in their school file. Information packages and letters of 
consent were sent to the parents of 50 students and their teachers. Consent was 
provided for 32 students and seven teachers to participate in the study. The carers 
described the level of intellectual disability for their child as mild (n=3), moderate 
(n=17), severe (n=11) or profound (n=1). The teachers had between four and thirty 
years of teaching experience, with a mean of thirteen years experience. 
Setting 
 The school is a special school in Australia. The socio-economic factors 
relevant to the school community are mixed, with the full range of circumstances 
expected in a multi-cultural Australian community. The school has approximately 80 
students, a principal and staff of special education teachers, teacher aides, 
physiotherapist, occupational therapist, speech therapist and guidance officer. 
Students who attend the school have intellectual disability, global development delay 
or autism spectrum disorder as a primary needs focus.  The principal had attended an 
information session about the Ask Health Diary and expressed interest in trialling the 
materials in the school. 
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The Ask Health Diary  
 The material in the Ask Health Diary was initially designed to enhance 
communication and advocacy between the adult patient and their doctor, and trialled 
prior to its minor adaptation for adolescent students (Lennox et al., 2004). The diary is 
a folder of materials (B5 size) with a sturdy velcro-bound folder. It is divided into 
four major sections: All About Me, Health Advocacy Tips, For the Doctor and 
Medical Records.  
 All About Me contains a record of personal details of the patient, including 
means of communication, previous residences, weekly activities, names and contact 
details for family members or support organisations and contact details for health 
practitioners. Example sections include:   
 
 the best way I communicate;  
 places I have lived;  
 what I am good at doing; and  
 what I find difficult. 
 
Health Communication Tips provides information on advocacy and how to prepare for an 
appointment with the doctor. This section includes picture symbols with line drawings of 
male and female bodies and recording sheets for observations of pain, menstruation, 
bowel, bladder and epilepsy. The following sections provide guidance: 
 Before I visit the doctor I will…;  
 What to take to the Doctors…; and  
Running Head: Advancing the curriculum for young people who have an intellectual disability 
 8 
 At the Clinic I will….  
 For The Doctor provides ideas for clinical staff on how to work with people 
with intellectual disability, enhanced primary care initiatives and checklists of health 
problems associated with specific syndromes such as Down Syndrome. There are 
sections such as:  
 tips for clinic staff;  
 tips for the doctor when working with people with an intellectual disability;  and 
 syndrome checklist. 
 Medical Records is for the doctor. It provides records of diagnoses, operations, 
medications, immunizations, allergies, family history of disease and medical 
consultations.  
 The diary can be used in a number of ways in the classroom. If the students 
are able, they can write in personal details and use the diary as a tool to support their 
own advocacy for health related matters. If the students have high support needs, have 
limited communication skills and rely on an advocate, the diary “gives the student a 
voice” (Peck, 2004) and enables communication between the student/patient, their 
doctor and the advocate.  
Procedures 
 The school principal gave consent to approach adolescent students who had an 
intellectual disability, their parents and a group of teachers to participate in the pilot 
study once ethical permission for the project was approved. Thirty-two students were 
given a copy of the Ask Health Diary and were involved in classroom lessons with 
their teachers (7) who used the diary as a component of the curriculum in a weekly 30 
minute lesson over one school term (approximately 10 weeks). In the initial stage of 
Running Head: Advancing the curriculum for young people who have an intellectual disability 
 9 
the pilot study, the teachers were interviewed to find out information about their 
current programs in health related curriculum before using the Ask Health Diary. 
Following the first interview, members of the research team met with the seven 
teachers and planned ways of incorporating the Ask Health Diary into the curriculum. 
This process involved collaborative brainstorming that extended the team’s thinking 
about what outcomes in the area of health advocacy were possible. The teachers 
worked on draft lesson plans that were appropriate for their student group. They 
implemented the Ask Health Diary as part of the curriculum over one school term, 
teaching a lesson (approximately 30 minutes) once a week. The teachers were then 
engaged in a follow-up interview to gain feedback about how the diary was used in 
the school curriculum, and to discuss any benefits for the students and teachers.  
Data Collection 
 The interviews were developed by the research team and were piloted and refined 
prior to use in the study. The interviews with teachers were conducted face-to face by a 
member of the research team and detailed notes were recorded. The interview questions 
are documented in Table 1 and in Table 2. The first interview established information from 
the seven teachers about the importance of teaching about health and what was currently 
included in the school curriculum. The second interview was used to explore the teachers’ 
use of the Ask Health Diary with the students, and to ascertain the benefits for students and 
teachers. 
 
Data analysis 
 Content analysis of the interview notes involved examining and highlighting 
the data by tagging bits of data together for later retrieval (Anfara, Brown, & 
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Mangione, 2002). Data was initially categorised according to the questions in the 
interview schedules. Analysis then involved highlighting sections of data that were 
most relevant for addressing the research questions: 1) How did teachers include 
health related matters in the curriculum before use of the Ask Health Diary; and 2) 
How did teachers and students use the Ask Health Diary as a component of school 
curriculum and what were the benefits?  
Reporting 
Table 1 
How did teachers include health related matters in the curriculum before the use of 
the Ask Health Diary? (first interview) 
Question Teacher Responses 
What health issues do you think 
are important for your students?  
 
Food, exercise and a healthy lifestyle, respiratory issues, 
epilepsy, medication, diabetes, mental health issues and 
physiotherapy 
What healthy lifestyle skills do 
you think are important for 
students to learn? 
 
Skills in hygiene, asking for help, engaging in exercise, 
maintaining a nutritious diet and learning to become 
adaptable to a range of weather conditions. 
Do you think students need to be 
taught about health? 
7/7 teachers agreed that students should be taught about 
health. 
What do you currently teach 
students about health matters? 
 
Nutrition, exercise, self care and hygiene and emotional 
health and wellbeing. 
What are the current 
outcomes/benefits for students? 
 
Self-awareness, independence with personal hygiene, 
they can live as peers with their family, make them more 
socially acceptable. 
Do you think students need to be 
taught skills for dealing with 
health professionals?  
7/7 teachers said that students do need to learn skills for 
dealing with health professionals.  
Do you teach students what to do 
when they go to the doctor?   
3/7 teachers said they teach students what to do when 
they go to the doctor 
Do you think students need to be 
taught skills for dealing with 
health professionals?  
2/7 reported that they teach students about 
communicating with health professionals 
How do you currently teach 
students about communication? 
 
Open discussion, role plays, conversation activities, 
modelling, practical excursions and practice, talking and 
problem solving in class. 
How do you think you will use 
the Ask Health Diary?  
 
7/7 teachers were positive and spoke of the benefits for 
keeping records and collaboration between school and 
home. “I plan to use it in the classroom to explain how 
you keep information and documents and the importance 
of this”; “When they [the students] have no words or 
adult around they can use their diary to communicate 
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their history to others in the community”. 
 
 
Table 2 
 
How did teachers and students use the Ask Health Diary as a component of school 
curriculum and what were the benefits? (second interview) 
 
Question Teacher Responses 
How did your students use the ASK Health 
Diary at school? 
 
Students learnt about what the diary was for 
and filled in sections of the diary (if able) 
with a main focus on All about Me. The 
students discussed and learnt about 
communicating with the doctor, making an 
appointment, talking about their feelings etc. 
What factors determined how you used the 
Ask Health Diary in the classroom? 
 
The use of the diary depended on the literacy 
and communications skills of the students, 
however all 7/7 teachers began some liaison 
with parents about recording appropriate 
information in the diary. 
Did the Ask Health Diary help you to think 
differently about your expectations for your 
students?  
 
3/7 teachers suggested that the Ask Health 
Diary prompted them to think differently 
about their expectations for their students: 
For example a teacher commented, “How 
much more independent could they be with 
the Ask Health Diary in their life”. 
How did the Ask Health Diary influence 
curriculum planning in health? 
7/7 teachers said that the diary influenced 
their curriculum planning in the area of 
health. For example teachers made comments 
as: “Extra tool with specific focus dealing 
with the doctor”; “Focus on communication 
skills in a health setting and being understood 
by others”; “Focus more on getting to the 
doctor and making appointments”; “Use of 
body pictures/feelings pictures”; “Different 
focus on them in relation to their needs to 
communicate with others about their health 
and feelings”. 
What did your students gain from 
participating in curriculum using the Ask 
Health Diary? 
6/7 teachers were able to describe what students 
gained from participating in the Ask Health 
Diary Pilot Project: Examples, “Self-
confidence”; “They like talking about 
themselves”; “Increased knowledge of what 
pain and sick is”; “Health awareness”; “The 
diary will help them be understood and not be 
ignored”.  
Other comments The teachers also made the following positive 
comments: “They like to have/own it. They 
are honoured to have their photos on the 
front”; “The diary will help them to be 
understood and not ignored”; “More 
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confident about going to the doctor and 
making an appointment, role playing what we 
need before we make an appointment”. 
 
 
Discussion 
 This pilot study reports on a qualitative exploration of teacher experiences  
using the Ask Health Diary as part of the special education curriculum for 32 
adolescents who had an intellectual disability. The following research questions were 
addressed: 1) How did teachers include health related matters in the curriculum before 
use of the Ask Health Diary?; and 2) How did teachers and students use the Ask 
Health Diary as a component of school curriculum and what were the benefits? The 
Ask Health Diary was used to introduce students to the concept of self-advocacy in 
relation to their health needs and provides practical strategies for supporting students’ 
learning about self-advocacy in relation to their health.  
 The first interview with seven teachers established that they were 
incorporating some important areas such as nutrition, exercise, self care and hygiene 
and emotional health and wellbeing into the school curriculum. The teachers also 
suggested that skills such as asking for help and learning about their own heath issues 
such as epilepsy, diabetes, physiotherapy needs and medication were important. All 
teachers (7/7) agreed that students should be taught about health but only listed the 
following areas as current inclusions in the curriculum: nutrition, exercise, self-care, 
hygiene and emotional health and wellbeing. They all stated that students need to 
learn the skills for dealing with health professionals but only 3/7 teachers said they 
taught students what to do when they go to the doctor and 2/7 teachers reported that 
they teach students how to communicate with their doctor. The Ask Health Diary is a 
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resource that could prompt teachers to address the skills of going to the doctor and 
communicating with the doctor. The development of these skills would improve 
students’ self-determination (Wehmeyer, 1996) 
 Teachers in the second interview reported that students used the sections in All 
about Me in the Ask Health Diary and were involved in role plays, discussions about 
communicating with the doctor, making an appointment and talking about their feelings. 
Student use of the diary was influenced by the level of communication and literacy skills 
and all teachers (7/7) described some form of liaison with parents about recording medical 
information and doctor contact details in the diary. Through the process of using the Ask 
Health Diary materials, 3/7 teachers reported that they started to think differently about 
their expectations for their students and extended their pedagogy and curriculum. There is 
evidence to indicate that valued life outcomes (Giangreco, Clonginger, & Iverson, 1998) 
for students were considered and extended to include self-advocacy in health. All teachers 
(7/7) indicated that the Ask Health Diary changed the way they taught health and advocacy 
to their students. The data indicates that teachers realised that they could provide valuable 
knowledge and skills to enhance students’ independence in the future to manage their own 
healthcare and so there was further evidence of teaching for self determination as 
described by Wehmeyer (2004). The teachers used the diary and guided the student’s use 
of the diary depending on ability and could see the benefits to “help them be understood”. 
The practical processes of making appointments, role playing different stages of health 
related processes ensured the students were engaged in developing skills that would 
influence decisions about their future.  
 The opportunities created by the Ask Health Diary to record information about 
what students liked and did not like and personalise their own health record was something 
that was valued by teachers and students. Students, with some help from teachers, were 
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able to record best personal communication methods. The teachers reported that the Ask 
Health Diary also created a focus for lessons on healthcare, and assisted in connecting a 
range of skills and knowledge in health self-advocacy. Teachers were able to consider real 
life scenarios in their curriculum planning and use the Ask Health Diary as a supporting 
resource. In addition, it was suggested by the teachers, that the diary could support 
collaboration between home and school.  
 Development of the Ask Health Diary Curriculum Strategy Booklet   
 The development of a resource, the Ask Health Diary Curriculum Strategy 
Booklet, was based on seven teachers’ pilot work on including health, communication 
and self-advocacy in the curriculum. A resource booklet with lesson plans was 
developed in the following areas:  Introduction to the Ask Health Diary; All about me; 
Health advocacy; and Personal health.  
 Each lesson plan is linked to outcomes in the document, Health and Physical 
Education Years 1-10 Syllabus in Queensland. The Ask Health Diary Curriculum 
Strategy Booklet provides scaffolded ideas and strategies for teachers to engage 
students in lessons that focus on self-advocacy skills in relation to their health. In 
addition the booklet emphasises the need for a collaborative process with 
parents/carers.   
Conclusion 
 The reported data indicates that the Ask Health Diary was a popular resource 
for students and teachers and raised awareness of the importance of developing the 
communication skills and independent living abilities necessary for young people to 
advocate for their own health needs. The pilot study indicates that there is merit in 
including the diary in health-based school curriculum for adolescents who have an 
intellectual disability. Support for teachers to extend curriculum with a focus on self-
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advocacy and self-determination (Wehmeyer, 2004) is an important goal worth 
pursuing. Teachers need resources in the health area that are relevant and practical for 
independent living once students leave school. A further benefit of this type of 
resource is the increased opportunity for liaison between teachers and parents/carers. 
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